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A B S T R A C T
U n d e r  o th e r  c irc u m s ta n c e s , I  w o u ld  h a v e  w r itte n  a n  a c a d e m ic  p a p e r  
re h e a rs in g  th e  a rg u m e n ts  fo r  a n d  a g a in s t le g a liz a tio n  o f  p h y s ic ia n -a s s is te d  su ic id e : 
a u to n o m y  a n d  th e  a v o id a n c e  o f  p a in  a n d  su ffe r in g  o n  th e  p ro  s id e , th e  w ro n g n e ss  o f  
k ill in g , th e  in te g r ity  o f  th e  m e d ic a l p ro fe s s io n , a n d  th e  r is k  o f  a b u se , th e  “ s lip p e ry  s lo p e ,” 
o n  th e  c o n  s id e . I ’v e  a lw a y s  s u p p o r te d  th e  p ro  s id e . W h a t th is  p a p e r  is , h o w e v e r , is  a  
h ig h ly  p e rs o n a l  a c c o u n t o f  th e  c h a lle n g e s  to  m y  th in k in g  a b o u t r ig h t- to -d ie  is su e s . In  
N o v e m b e r  2 0 0 8 , m y  h u s b a n d  s u ffe re d  a  C 2 /C 3  sp in a l c o rd  in ju ry  in  a  b ic y c le  c o llis io n , 
le a v in g  h im  v e n tila to r -d e p e n d e n t, a lm o s t c o m p le te ly  p a ra ly z e d , a n d  in  th e  h o s p ita l— b u t 
fu lly  a le r t  a n d  p ro fo u n d ly  se lf-re f le c tiv e . W h a t i f  h e  w a n te d  to  d ie ?  T h is  p a p e r  d ra w s  
f ro m  tw o  m u lt im e d ia  p re s e n ta t io n s —
file :/ / /U se rs /m a rg a re tb a tt in /D o c u m e n ts /B R O Q K E 'S % 2 0 A C C ID E N T /T h e % 2 0 S a lt% 2 0 L a  
k e % 2 0 T rib u n e % 2 0 % 7 C % 2 0 M u ltim e d ia :% 2 0 M e ta m o rp h o s is .w e b a rc h iv e  a n d  
f i le :/ / /U se rs /m a rg a re tb a tt in /D o c u m e n ts /B R O O K E 'S % 2 0 A C C ID E N T /T h e % 2 0 S a lt% 2 0 L a  
k e % 2 0 T r ib u n e % 2 0 % 7 C % 2 0 M u ltim e d ia :% 2 0 L e a m in g % 2 0 to % 2 0 1 iv e % 2 0 a g a in .w e b a rc h i
—a n d  p e rs o n a l  m a te r ia l  c o n c e rn in g  q u a li ty  o f  life  (h e ’d  ra n k  a t th e  b o tto m  o n  th e  S F -3 6  
a n d  s im ila r  sc a le s )  a n d  c o n c e rn in g  a u to n o m y  (h is  o w n  a c c o u n ts , v e rb a tim ) . T h is  is a 
d e ta ile d  p o r tra i t  o f  a  m a n  w h o s e  life  in v o lv e s  e x tra o rd in a ry  su ffe r in g  b u t  a lso  lu m in o u s  
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T H E  I R O N Y  O F  S U P P O R T I N G  P H Y S I C I A N - A S S I S T E D  S U I C I D E :  A  
P E R S O N A L  A C C O U N T
U n d e r  o th e r  c irc u m s ta n c e s , I  w o u ld  h a v e  w r itte n  a n  a c a d e m ic  p a p e r  fo r  th e  
th e m e d  se c tio n  o n  p h y s ic ia n -a s s is te d  su ic id e  in  th is  jo u rn a l ,  M ed ic in e , H e a lth  C a re  a n d  
P h ilo so p h y . I t w o u ld  h a v e  s ta r te d  o f f  lik e  a n y  c o n v e n tio n a l a c a d e m ic  p a p e r: f irs t, it 
w o u ld  h a v e  se t u p  th e  p ro b le m —th e o re tic a l a n d  p o li t ic a l  te n s io n  o v e r  is su e s  o f  p h y s ic ia n -  
a s s is te d  su ic id e ; th e n  it  w o u ld  h a v e  m a d e  c o n c e p tu a l c la r if ic a t io n s —e x a c tly  w h a t is  m e a n t 
b y  “p h y s ic ia n -a s s is te d  s u ic id e ” a n d  w h a t  n o m e n c la tu re  is re p la c in g  it?  (“ a id  in  d y in g ” ), 
a n d  h o w  d o  c o n c e p tu a l is su e s  d if fe r  f ro m  o n e  la n g u a g e  to  a n o th e r?  T h e n  it  w o u ld  h a v e  
m o v e d  o n  to  th e  m o re  g e n e ra l a rg u m e n t a b o u t th e  e th ic s  a n d  o th e r  c o n c e rn s  o v e r  so c ia l 
a c c e p ta n c e  a n d /o r  le g a liz a t io n  o f  P A S . A n d  f in a lly , i t  w o u ld  h a v e  se t u p  th e  p ro b le m  b y  
e x h ib itin g  th e  m a jo r  te n s io n s  as in v o lv in g  tw o  g ro u p s  o f  a rg u m e n ts , th o s e  o n  th e  “p ro ” 
s id e  fa v o r in g  so c ia l a c c e p ta n c e  a n d  le g a liz a t io n — p rim a r ily  th e  a rg u m e n ts  f ro m  
a u to n o m y  a n d  f ro m  “m e rc y ” o r  c o m p a ss io n , fo r  th e  r e l ie f  o f  p a in  a n d  s u f f e r in g -  a n d  
th o s e  o n  th e  “c o n ” s id e , th e  a rg u m e n ts  c o n c e rn in g  th e  in tr in s ic  w ro n g n e ss  o f  k illin g , 
c o m p ro m ise s  to  th e  in te g r ity  o f  th e  m e d ic a l p ro fe s s io n , a n d  th e  r isk s  o f  ab u se .
T h is  w o u ld  h a v e  b e e n  a  p re t ty  e a sy  a r tic le  to  w rite . A f te r  a ll, I  c o u ld  c r ib  f ro m  
m y  o w n  w o rk  o v e r  th e  p a r t  th ir ty  y e a rs , in  w h ic h  I ’v e  e x p lo re d  m a n y  fa c e ts  o f  th is  
o v e ra ll  a rg u m e n t, e s p e c ia lly  is su e s  a b o u t a u to n o m y  a n d  ra tio n a lity , re fu s a l  o f  t re a tm e n t 
a n d  th e  “ le a s t  w o rs t  d e a th ,” e u th a n a s ia  a n d  a s s is te d  su ic id e  in  in te rn a tio n a l p e rsp e c tiv e , 
a n d  e m p ir ic a l e v id e n c e  c o n c e rn in g  th e  r isk s  o f  a b u se . I ’d  e v e n  b e  a b le  to  u se  th e  
sc h e m a tic  d ia g ra m  th a t  h a s  a p p e a re d  in  v a r io u s  v e rs io n s  in  se v e ra l o f  m y  p re v io u s  
a rtic le s :
The D eb a te  O ver  P h ysic ia n -A ssis ted  Suicide
P R O  C O N
*The argum ent from  the intrinsic 
*The argum ent from  autonomy, wrongness o f  killing  
self-determ ination
*The argum ent concerning the 
*The argum ent from  mercy, o r  integrity o f  the m edical profession  
avoidance o f  pa in  and suffering
*The argum ent concerning abuse:
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A n d  I ’d  b e  a b le  to  r e ite ra te  m y  u n w a v e r in g  su p p o r t fo r  le g a liz a tio n , e v e n  th o u g h  I ’v e  
s p e n t m u c h  o f  m y  c a re e r  try in g  to  u n d e rs ta n d  th e  a rg u m e n ts  m a d e  b y  th o se  o n  th e  
o p p o s in g  s id e . D e s p ite  o b je c tio n s  c o n c e rn in g  th e  m o ra l s ta tu s  o f  k il l in g , th e  e ro s io n  o f  
p h y s ic ia n  in te g r ity , a n d  th e  d re a d e d  s lip p e ry  s lo p e , a ll o f  w h ic h  a re  to  b e  ta k e n  se rio u s ly ,
I  w o u ld  h a v e  a rg u e d : A  p e r s o n  sh o u ld  b e  a c c o r d e d  the r ig h t to  liv e  h is  o r  h e r  life  a s  th ey  
se e  f i t  (p r o v id e d , o f  co u rse , th a t th is  d o e s  n o t s ig n ific a n tly  h a rm  o th ers), a n d  th a t 
in c lu d es  th e  v e ry  e n d  o f  th e ir  life. T h a t ’s ju s t  th e  w a y  I se e  it, a n d  p re t ty  m u c h  a lw a y s  
h a v e .
T h a t’s ju s t  th e  w a y  I ’v e  se e n  i t—th a t is , u n ti l  ju s t  o v e r  a  y e a r  a g o . I t  w a s  
N o v e m b e r  14, 2 0 0 8 , to  b e  e x a c t. S o m e  im a g e s  s tic k  in d e lib ly  in  m y  m in d : th e  p o lic e m a n  
s ta n d in g  o u ts id e  m y  d o o r  w h e n  I a r r iv e d  h o m e  f ro m  m y  o ff ic e  la te  th a t  a f te rn o o n —  
in s te a d  o f  g o in g  b ik in g  w ith  m y  h u sb a n d , I ’d  g o n e  to  a  c o u p le  o f  le c tu re s , a n d  th o u g h  I ’d  
p h o n e d  h im  a f te rw a rd s , I  d id n ’t g e t a n  a n sw e r . T h e  n e w s  c o v e ra g e : P r o fe s s o r  p a r a ly z e d  
in b ic y c le  a cc id en t, w ith  a n  a e r ia l  p h o to  f ro m  th e  n e w s  h e lic o p te r  o v e rh e a d , sh o w in g  th e  
p a ra m e d ic s  a n d  sp e c ta to rs  a n d  th e  f l ig h t n u rs e  w h o ’d  sa v e d  h is  life , w ith  ju s t  h is  lo n g  
le g s  s tic k in g  o u t f ro m  th e  li t t le  c ro w d  as  h e  la y  o n  th e  p a v e m e n t. T h e n  th e re  a re  im a g e s  
s till  in  m y  m in d  o f  th e  C T  sc a n s  o f  h is  sp in a l c o rd — fra c tu re  a t C 2 /C 3 , a b o u t as h ig h  a n d  
d e v a s ta tin g  a n  in ju ry  as p o s s ib le . T h e re  a re  in n u m e ra b le  sh a d o w y  im a g e s  o f  re p e a te d  x - 
ra y s  o f  h is  lu n g s , as th e y  tr ie d  to  re v e rs e  th e  a te le c ta s is  a n d  c o n q u e r  th e  p n e u m o n ia  th a t 
fo llo w e d . I  h a v e  a n  in d e lib le  im a g e  o f  h is  e y e s  ro l le d  u p , as  h e  c o d e d  d u r in g  a  tra n s fe r  
f ro m  o n e  h o s p ita l  u n it  to  a n o th e r: th e re  h e  w a s , d y in g  r ig h t b e fo re  m y  e y e s , a n d  w h ile  th e  
c o d e  te a m  tr ie d  to  g e t m e  o u t o f  th e  ro o m  as th e y  w o rk e d  to  re su s c i ta te  h im , I  re fu s e d  to  
b u d g e . T h is  w a s n ’t  a  m a n  w h o  w a s  te rm in a lly  ill, as  m o s t  e n d -o f- life  d is c u s s io n  a b o u t 
P A S  in v o lv e s : th is  w a s  a  m a n  w h o  h a d  c o m e  w ith in  a n  a c e  o f  d y in g  a t th e  t im e  o f  th e  
a c c id e n t a n d  se v e ra l tim e s  s in c e . B u t th e re  h e  w a s , a f te r  th e  c o d e , a liv e — o n  a  v e n tila to r , 
c o m p le te ly  p a ra ly z e d  f ro m  th e  n e c k  d o w n , b u t, s till, a liv e . A n d  h e  h a d  n o  h e a d  in ju ry  a t 
a ll, th o u g h  th e  b ic y c le  h e lm e t h e ’d  b e e n  w e a r in g  a t th e  t im e  o f  th e  a c c id e n t w a s  
c o m p le te ly  sm a s h e d  in  o n  th e  u p p e r  le f t  s id e . H e  w a s  a le rt, s e n tie n t, a n d  ( in te n se ly )  se lf-  
a w a re . H e  c o u ld  te ll  u s  w h a t th in g s  w e re  l ik e  fo r  h im .
O f  c o u rse , th a t  o n ly  m a d e  th e  is s u e  o f  P A S  h a rd e r  fo r  m e . I  k e e p  th in k in g  a b o u t 
D o s to e v s k y ’s c h a ra c te r  Iv a n  I ly c h , c o n fro n tin g  th e  g n a w in g  re a liz a t io n  th a t h e  h a d  w h a t 
w e  w o u ld  n o w  id e n tify  as  a  fa ta l  c a n c e r , a sk in g  “ W h a t i f  m y  w h o le  l ife  h a s  b e e n  w ro n g ? ”
A c a d e m i c  p a p e r s  a n d  r e a l  l i f e .
T h is  p a p e r  is a  f ir s t  s te p  in  try in g  to  a n s w e r  th a t  q u e s tio n . T o  b e g in , h e r e ’s a  3- 
m in u te  m u lt im e d ia  p re s e n ta t io n  m a d e  b y  tw o  s ta f f  re p o r te rs  fo r  The S a lt  L a k e  T ribu n e:  
L e a h  H o g s te n , th e  p h o to g ra p h e r , a n d  P e g g y  F le tc h e r  S ta c k , th e  w rite r , th a t  p o r tra y s  th e  
k in d  o f  p e rs o n a l  c h a lle n g e  th is  h a s  m e a n t fo r  m e  (w a tc h  it, p le a se ; ju s t  p a s te  th is  a d d re ss  
in to  y o u r  w e b  b ro w se r) :
f i le :/ / /U s e rs /m a rg a re tb a tt in /D o c u m e n ts /B R O Q K E 'S % 2 0 A C C ID E N T /T h e % 2 0 S a lt
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M u c h  o f  m y  e n tire  c a re e r  in  w r itin g  a n d  th in k in g  a b o u t P A S , w a s  n o w  o n  th e  lin e . 
A ll  th a t  a c a d e m ic  p ro s e — w h e e lb a rro w s  fu ll  o f  it, i t  s e e m s— h a d  c o m e  u n d e r  h o r r ify in g  
c h a lle n g e  f ro m  life  i tse lf . I  s a id  I  d id n ’t k n o w  w h a t I ’d  d o  i f  I  re re a d  e v e ry th in g  I ’d  e v e r  
w r it te n  o n  th is  to p ic , b u t  I ’m  su re  th a t  p a r t  o f  m e  w o u ld  w a n t to  te a r  i t  a ll u p .
B u t w h a t, e x a c tly , w o u ld  I  w a n t to  te a r  u p ?  N o t th e  a n a ly se s  o f  th e  s tru c tu re  o f  
th e  d is p u te  o v e r  P A S ; th a t  s till  s e e m s to  m e  r ig h t. N o t th e  d is c u s s io n s  o f  “ m a n ip u la te d ” 
su ic id e  o r  th e  w a y s  in  w h ic h  g re e d y  o r  o v e rs tre s s e d  fa m ily  m e m b e rs , o v e rw o rk e d  o r  
c a llo u s  p h y s ic ia n s , o r  c o s t-c o n sc io u s  h e a lth  c a re  o rg a n iz a tio n s  m ig h t p re s s u re  a  d y in g  
p e rs o n  in to  e n d in g  life  so o n e r; th o s e  th in g s  s till  s e e m  to  m e  im p o r ta n t  to  c o n s id e r . N o t 
th e  l in g u is tic  e x p lo ra tio n s  o f  d if fe re n c e s  b e tw e e n  E n g lis h  a n d  G e rm a n  in  th e  te rm s  u se d  
fo r  ‘s u ic id e ,’ a n d  n o t  th e  s tu d y  o f  th e  e v id e n c e  in  O re g o n  a n d  th e  N e th e r la n d s , w h e re  
a s s is te d  d y in g  is le g a l, a b o u t w h e th e r  r isk s  a re  h e ig h te n e d  to  p e o p le  in  v u ln e ra b le  g ro u p s . 
A n d  n o t  th e  p r in c ip le  th a t  b e e n  c e n tra l  to  m y  th in k in g : A  p e r s o n  sh o u ld  b e  a c c o r d e d  the  
r ig h t to  liv e  h is  o r  h e r  life  a s  th ey  s e e  f i t  (p r o v id e d , o f  co u rse , th a t th is  d o e s  n o t  
s ig n ific a n tly  h a rm  o th ers), a n d  th a t in c lu d es  the v e ry  e n d  o f  th e ir  life.
B u t, o b v io u s ly , so m e th in g  h a d  d ra m a tic a l ly  c h a n g e d , a n d  th e  is s u e  th a t s e e m e d  so  
e a s y  h a s  b e c o m e  p ro fo u n d ly  h a rd . I t  i s n ’t  ju s t  a b o u t te rm in a lly  i ll  p e o p le  in  g e n e ra l in  a  
k in d  o f  a b s tra c t w a y ; n o w , i t ’s a lso  a b o u t m y  h u sb a n d , B ro o k e . I  s till  lo v e  h im , th a t ’s a  
s im p le  fa c t. W h a t i f  h e  w a n te d  to  d ie ?  C a n  I  im a g in e  s ta n d in g  b y  w h ile  h is  v e n ti la to r  
w a s  sw itc h e d  o ff, o r  fo r  th a t  m a tte r  w a tc h in g  a  p h y s ic ia n  d e lib e ra te ly  e u th a n iz e  h im , 
s in c e  a f te r  a ll, b e c a u s e  h e  is a lm o s t fu lly  p a ra ly z e d , h e  c o u ld n ’t b r in g  a b o u t h is  o w n  
d e a th  h im s e lf  w ith o u t h e lp ?  It is  o f te n  a rg u e d  th a t  d is c o n tin u in g  v e n ti la to r  su p p o r t is  n o t 
k ill in g , ju s t  a llo w in g  to  d ie , b u t  e v e n  ju s t  d is c o n n e c tin g  h is  v e n ti la to r  is  so m e th in g  h e  
c o u ld  n o t  d o  h im se lf .
F o r tu n a te ly , h e  d id n ’t se e m  to  w a n t to  d ie . H e  w a s  g la d  to  b e  a liv e , h o w e v e r  h a rd  
i t  w as . H e  w a s  im m e n s e ly  g ra te fu l to  th e  f l ig h t  n u rs e  w h o ’d  b e e n  jo g g in g  o n  th e  sa m e  
ro a d  w h e re  th e  b ic y c le  a c c id e n t  o c c u r re d  a n d , th a n k s  to  h e r  tra in in g  in  C P R  a n d  sp in a l 
c o rd  in ju ry  m a n a g e m e n t, h a d  sa v e d  h is  life ; h e  m e t w ith  h e r  se v e ra l t im e s , a lw a y s  in  a  
sp ir it  o f  u t te r  g ra titu d e . D e s p ite  h is  e v id e n t a n d  so m e tim e s  in te n se  su ffe r in g  th ro u g h  th e  
s e r io u s  lu n g  p ro b le m s  e a r ly  o n  a n d  a ll  th e  o th e r  p ro b le m s  a s s o c ia te d  w ith  h ig h  sp in a l 
c o rd  in ju ry — n e u ro p a th ic  p a in , w id e -s w in g  te m p e ra tu re  d y s re g u la tio n , v is e - lik e  
s p a sm s— h e  s till  sa id  h e  w a s  g la d  h e  h a d  su rv iv e d . H e  w a s  su rro u n d e d  b y  fr ie n d s , 
fa m ily , a n d  le g io n s  o f  a c q u a in ta n c e s , fo rm e r  c o lle a g u e s , s tu d e n ts , a n d  th e  v a r io u s  
h o s p i ta ls ’ c a re g iv in g  s ta ff , a lm o s t a ll o f  th e m  re m a rk a b ly  k in d  a n d  in d e e d  ca rin g .
B u t th a t w a s  in  th e  e a r ly  m o n th s  a f te r  th e  in ju ry , w h e n  th e  p ro s p e c t  o f  s ig n if ic a n t 
re tu rn  o f  fu n c tio n  s till  s e e m e d  re a l. A s  th e  m o n th s  w o re  o n — still o n  th e  v e n tila to r , s till in  





























d im m e d . T h e  h o s p ita l  s ta ff , th o u g h  s till  w e a r in g  th e  sa m e  c h e e rfu l sm ile s , g re w  e v e r  so  
s lig h tly  m o re  d is ta n t. T h e  in s u ra n c e  c o m p a n y  g re w  im p a tie n t, s in c e  i t  w o u ld n ’t k e e p  
so m e o n e  in  th is  f a c il i ty  w h o  h a d  re a c h e d  a  p la te a u . N o  o n e  sa id  “ a w e s o m e ” a n y m o re . 
B ro o k e ’s m o o d , te m p e re d  b y  re a lity , g re w  d a rk e r , as  d id  e v e ry o n e  e ls e ’s. A t a  
p a r t ic u la r ly  d if f ic u lt  m o m e n t, h e  sa id  h e  w a n te d  to  d ie . T h is  is f ro m  a n  e n try  I  w ro te  a t 
th e  t im e  b u t  n e v e r  d a re d  p o s t  o n  o u r  b lo g  (w w w .b ro o k e a n d p e g g y .b lo g s p o t.c o m . w ritte n  
fo r  N o v . 7 , 2 0 0 9 ): "
I t h a d  b een  a  h a rd  d a y  f o r  B ro o k e — m a n y  se c re tio n s , sh o r t a n d  
u n sa tisfy in g  tra ch -m a sk  tim es  in h is  o ff-th e -ven t w ea n in g  tria ls , 
f r u s tr a tio n s  w ith  th e  e le c tr ic  w h ee lch a ir , w h ich  b e c a u se  it  is  so  co m p lex  
can  g o  w ro n g  in m a n y  d iffe ren t w a ys . S u d d en ly  th ere  w e  w ere , h is  s is te r  
a n d  I, b u t w ith  B ro o k e  w a g g in g  h is  h e a d  w ild ly  b a ck  a n d  fo r th , b a n g in g  it  
b a c k w a rd s  a g a in  a n d  a g a in  a g a in s t the w h e e lc h a ir 's  h ea d res t. “You d o n 't  
u n d e rs ta n d  w h a t I ’m  g o in g  th rou gh , ” h e ’d  been  sa y in g , “You d o n 't  
u n d ersta n d . ” N o w  it  h a d  b e c o m e  “I  w a n t to  d ie , I  ju s t  w a n t to  g e t  th is  
o v e r  w ith . ” H e  w a s  sa y in g  it a t  the to p  o f  h is  vo ice , th rou gh  the trach , 
b u t lo u d ly  en ou gh  so  th a t the n u rsin g  s ta f f  d is c r e te ly  re fra in e d  fr o m  
b a rg in g  in w ith  th e  u su a l p a r a d e  o f  v e n t ch ecks, v ita ls , ro u tin e  
m ed ica tio n s , tra ch  care , a n d  so  on.
“I  w a n t to  d ie , I  ju s t  w a n t to  g e t  th is  o v e r  w ith . ” A  p a u se , b u t a  
b r ie f  one. “I ’m  c r a z y  r ig h t n ow , ” he sa id , a c c u ra te ly  enough . “J u st g iv e  
m e a p il l .  ” A l l  I  c o u ld  d o  w a s  sm ile  ev e n ly  in a  s te e l i ly  c o n tro lle d  w ay, 
k n o w in g  th ere  w a s  n o  w a y  to  re sp o n d  to  th is  ou tb u rst, a n d  d e sp ite  the  
p a n ic  I  w a s  try in g  to  c o n tro l I  kn ew  the e p iso d e  w o u ld  d is s ip a te  p r e t ty  
soon . W e ’d  ta lk  it o v e r  q u ie tly  a f te r  a  w h ile , p ie c in g  to g e th e r  w h o  s a id  
w h a t a n d  h o w  it  h a d  been  m is in te rp re te d , a n d  e v e n tu a lly  s a y  to  ea ch  o th e r  
th a t p a r t  o f  w h a t h a d  a lw a y s  m a d e  o u r  re la tio n sh ip  so  g o o d  w a s  th a t w e  
c o u ld  w o rk  to g e th e r  in f ig u r in g  o u t w h a t h a d  g o n e  w ro n g .
W e d id . B u t even  th in g s s a id  in e p iso d e s  o f  c ra z in e ss  ca n n o t be  
ig n o red . W an tin g  to  d ie  is h a rd ly  u n com m on  in q u a d r ip le g ic s  a n d  o th e r  
p e o p le  w ith  ca ta s tro p h ic , life -a lte r in g  in ju ries. The sp in a l-c o rd -in ju ry  
p h y s ic ia n  ca r in g  f o r  B ro o k e  sa y s  th a t 1 0 0 %  o f  h is  p a tie n ts  s a y  th ey  w a n t  
to  d ie . B u t B ro o k e ?  C o u ld  B ro o k e  re a lly  w a n t to  d ie ?  B rooke , w h o  h as  
been  so  fa n ta s t ic a lly  p o s itiv e , so  e n e rg e tic  in h is  e ffo r ts  a t  reh ab , so  
re so lu te  in w o rk in g  on ven t-w ea n in g , so  d e e p ly  e n g a g e d  w ith  so  m a n y  
p e o p le , fa m ily , fr ie n d s , fo r m e r  s tu d en ts  a n d  c o llea g u es , n u rse s  a n d  
re s p ir a to r y  th e ra p is ts  a n d  even  n u r s e s ’ a id e s ?  H e ’s  c a p a b le  o f  re a l  
fr ie n d sh ip ;  h e ’s  c a p a b le  o f  d e e p  love. A n d  h e  re c e iv e s  it, in h u ge  
m ea su re . S o  h o w  c o u ld  he w a n t to  d ie , w h en  he h a s a lr e a d y  su ffe red  so  
m uch  to  g e t  to  th is  p o in t, a n d  w h en  he w o u ld  le a v e  so  m uch  b eh in d ?
U n i v e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y






























T h e  i m p l i c a t i o n s  o f  a  s in g l e  c a s e .
B ro o k e  sa id  h e  w a n te d  to  d ie . T ru e , h e  sa id  i t  a t a  p a r t ic u la r ly  h a rd  m o m e n t, b u t 
ju s t  th e  sa m e  h e  sa id  it, a n d  h e  m ig h t a f te r  a ll sa y  i t  a g a in  in  th e  fu tu re , m o re  d ire c tly , 
m o re  u rg e n tly , in  a  w a y  m o re  d e m a n d in g  o f  a  re sp o n se . T ru e , h e  la te r  sa id  th a t  h e  h a d n ’t 
re a l ly  m e a n t it, th a t  h e  ju s t  d id n ’t  w a n t to  h a v e  to  k e e p  g o in g  th ro u g h  th e  p h y s ic a l  h e ll  
th a t  is  o f te n  th e  ca se , b u t  h e  h a s  sa id  i t  se v e ra l tim e s  a g a in  s in c e  th e n . R e c o g n iz in g  th is  
p o s s ib il i ty  as re a l  is  w h a t h a s  m a d e  th e  is s u e  o f  P A S  fa r  m o re  d if f ic u lt  fo r  m e : w h a t i f  he  
re a lly  w a n te d  to  d ie ?  S h o u ld  I  c h a n g e  m y  m in d  a b o u t P A S , s e e in g  h o w  e x c ru c ia tin g ly  
h a rd , h o w  im p o ss ib le , th is  w o u ld  b e ?
T h is  is to  b e  su re  n o t  ju s t  a  p e rs o n a l d ile m m a  b u t a n  in te lle c tu a l o n e  as w e ll, a 
c e n tra l  th re a t to  th e  w o rk  I ’v e  b e e n  d o in g  a ll  th e s e  y e a rs . O f  c o u rse , i t  ra is e s  
m e th o d o lo g ic a l is su e s : a f te r  a ll, re s p o n d in g  to  B ro o k e ’s p le a , w h e th e r  b y  o f fe r in g  
a s s is ta n c e  o r  re fu s in g  it, w o u ld  b e  to  r e s p o n d  in  ju s t  o n e  ca se , a lb e it  o n e  v e ry  c lo se  to  
h o m e . T o  try  to  b a s e  m e d ic a l p ra c tic e  o r  p u b lic  p o lic y  o r  la w  o n  th e  c h ro n ic le  o f  o n e  
m a n ’s c a ta s tro p h e  a n d  h is  p re fe re n c e s  a b o u t th e  c o n tin u a tio n  o r  te rm in a tio n  o f  h is  life  
w o u ld  b e  to  m a k e  o n e  o f  th e  m o s t  e le m e n ta ry  (b u t f re q u e n t)  e r ro rs  in  re a s o n in g  in  
b io e th ic s :  to  g e n e ra liz e  f ro m  th e  e x p e r ie n c e  o f  a  s in g le  in d iv id u a l  a n d  its  im p a c t o n  th o se  
a ro u n d  h im  o r  h e r . T h is  d o e s n ’t  p ro v id e  th e  k in d  o f  p o p u la tio n -w id e  d a ta  y o u ’d  n e e d  to  
m a k e  a n y  m e a n in g fu l  g e n e ra l s ta te m e n ts ; y o u  c a n ’t  a rg u e  th a t P A S  o r  a n y  o th e r  so c ia l 
p o lic y  sh o u ld  o r  s h o u ld n ’t  b e  so c ia lly  a c c e p te d  o r  le g a liz e d  ju s t  o n  th e  b a s is  o f  y o u r  o w n  
im m e d ia te  e x p e r ie n c e , n o  m a tte r  h o w  in te n se , e v e n  th o u g h  it  is  o f te n  e x p lo re d  th is  w a y  in  
th e  lite ra tu re . T h is  is  n o t  to  sa y  th a t  p e rs o n a l-e x p e r ie n c e  w rit in g  i s n ’t im p o rta n t: 
c o n s id e r , fo r  e x a m p le , E v a  K it ta y ’s w o rk  c o n c e rn in g  h e r  s e v e re ly  im p a ire d  d a u g h te r , 
S u sa n  W o lf ’s w r itin g s  o n  th e  d e a th  o f  h e r  fa th e r , o r  fo r  th a t  m a tte r  F ra n z  In g e lf in g e r ’s 
fa m o u s  e s s a y  in  th e  N e w  E n g la n d  J o u rn a l o f  M e d ic in e  o n  h o w  h is  o w n  c a n c e r  m a d e  h im  
u n d e rs ta n d  w h a t i t  w a s  to  h a v e  a  d o c to r . T h e se  h a v e  b e e n  im p o r ta n t  p ie c e s , b u t  w h e th e r  
th e y  fo rm  a n  a d e q u a te  b a s is  fo r  p u b lic  p o lic y  is q u ite  a n o th e r  q u e s tio n . A n d  c o n s id e r  
B ro o k e ’s c a se : c o u ld  i t  m a k e  a  c o n tr ib u tio n  to  p u b lic  p o lic y ?  T o  b e  su re , i t  m ig h t 
p ro v id e  a n  o c c a s io n  fo r  s o b e r in g  re f le c tio n , b u t  w h a t a b o u t a  b a s is  fo r  g e n e ra l iz a t io n  to  
o th e r  c a se s?  T h e  is s u e  b e fo re  u s  as  a  so c ie ty , o r  r a th e r  o n e  a m o n g  so c ie tie s  a ro u n d  th e  
g lo b e , is  w h e th e r  P A S  sh o u ld  b e  so c ia lly  a c c e p te d , m e d ic a lly  su p p o r te d , le g a liz e d , a n d  
in d e e d  re c o g n iz e d  as  a  m a tte r  o f  fu n d a m e n ta l h u m a n  r ig h t. “O n e  s w a llo w ,” I  m ig h t h a v e  
q u o te d  A ris to tle , “d o e s  n o t  a  s u m m e r  m a k e ,” a n d  o n e  d if f ic u lt  m e d ic a l c a se  d o e s  n o t 
m a k e  g o o d  w id e ly -a p p lic a b le  so c ia l p o lic y .
A t le a s t, th a t ’s w h a t I  w o u ld  h a v e  sa id . A  y e a r  in to  th is , a  y e a r  a f te r  B ro o k e ’s 
a c c id e n t a n d  a  y e a r  o f  w a tc h in g  h im  su ffe r  a n d  c h a n g e , I  see  m o re  c le a r ly  w h y  re a lis t ic  
g e n e ra liz a tio n  is  im p o ss ib le . N o t o n ly  c a n ’t  w e  g e n e ra liz e  f ro m  s in g le  c a se s , as  w e  
a lw a y s  k n e w , b u t  th e  w a y s  in  w h ic h  w e  d o c u m e n t a tte m p ts  a t g e n e ra l iz a t io n  d o  n o t 
su c c e e d  in  c a p tu r in g  th e  te x tu re  o f  l ife  a d e q u a te ly . A t le a s t  w ith  a n  e x p e r ie n c e  o f  th is  
in te n s ity , in c lu d in g  b o th  th e  o v e rw h e lm in g  h o r ro r  o f  it a n d  th e  su b lim e  t ra n s c e n d e n c e  o f  
i t  so m e  o f  th e  tim e , th e re  is n o  w a y  to  f i t  th is  l iv e d  e x p e r ie n c e  in to  th e  s ta n d a rd  
a s s e s s m e n t m e a su re s  a n d  h e n c e  n o  b a s is  fo r  c o n tr ib u tin g  to  “o b je c tiv e ” p o lic y  fo rm a tio n .
C o n s id e r  th e  p a ra d ig m a tic  a rg u m e n t-s c h e m e  a b o u t P A S , as in  th e  b o x  a t th e  
o u tse t o f  th is  p a p e r , th e  o n e  I ’v e  b e e n  u s in g  fo r  y e a rs  in  m y  w ritin g  a b o u t th is  is su e .
U n i v e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y






























T h e re  a re  tw o  m a in s ta y  is su e s  in  th e  “p ro ” -P A S  c o lu m n : th e  a u to n o m y  a rg u m e n t a n d  th e  
o n e  a b o u t “m e rc y ” o r  “c o m p a s s io n ” a n d  th e  r e l ie f  o f  p a in  a n d  su ffe r in g . T h e se  tw o  
a rg u m e n ts  jo in t ly  p ro v id e  th e  fo u n d a tio n s  o f  th e  c a se  fo r  so c ia l a c c e p ta n c e  a n d  
le g a liz a t io n  o f  P A S , a t le a s t w h e re  b o th  a re  th e  c a se — th a t  is , w h e re  a  p a tie n t  w a n ts  to  d ie  
a n d  d y in g  is  th e  o n ly  w a y  a c c e p ta b le  to  h im  o r  h e r  o f  a v o id in g  p a in  a n d  su ffe r in g .
N e ith e r  p ro v id e s  a n  a d e q u a te  b a s is  fo r  P A S  b y  itse lf , b u t  jo in t ly  th e y  d o . E a c h  p ro v id e s  a 
sa fe g u a rd  a g a in s t a b u se : i f  P A S  is  e i th e r  in v o lu n ta ry  o r  i f  i t  is  n o t a  re s p o n s e  to  p a in  a n d  
su ffe r in g , th e  s o c ie ta l  p ro v is io n  o f  P A S  c a n n o t b e  su p p o rte d . B e c a u s e  th is  p o in t  is  so  
o f te n  m is u n d e rs to o d , i t  is  w e ll  to  sa y  it  a g a in : y o u  n e e d  both .
U n i v e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y
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T h e  m e r c y  a r g u m e n t :  A v o id in g  p a i n  a n d  s u f f e r i n g .
H e r e ’s th e  s e c o n d  o n e  o f  th e se  a rg u m e n ts  f irs t, th e  a rg u m e n t f ro m  m e rc y : N o  on e  
sh o u ld  h a ve  to  su ffer  p a in  o r  o th e r  fo r m s  o f  in to le ra b le  su ffering , w h ere  th a t ca n n o t b e  
tr e a te d  b y  m ea n s a c c e p ta b le  to  the p a t ie n t  a n d  is n o t e m b ra c e d  f o r  o th e r  re a so n s  h a v in g  
to  d o  w ith  va lu e s  im p o r ta n t to  th a t p e rso n , even  i f  th is  m a y  m ean  en d in g  life.
P a in  a n d  su ffe r in g  a re  u s u a lly  u n d e rs to o d  as c e n tra l  fa c to rs  th a t  c o n tr ib u te  to  
r e d u c e d  “ q u a lity  o f  l i f e ,” a  s ta n d a rd  n o tio n  in  th e  m e d ic a l a n d  b io e th ic s  lite ra tu re s . T h e re  
a re  w e ll-d e v e lo p e d , w e ll-v a lid a te d  m e a su re s  fo r  a s se s s in g  h e a lth - re la te d  Q o L : fo r  
e x a m p le , th e  w e ll-k n o w n  M e d ic a l O u tc o m e s  S tu d y  S h o r t F o rm -3 6  h e a lth  su rv e y , o r  S F - 
36 , o r ig in a lly  d e v e lo p e d  b y  th e  R a n d  In s ti tu tio n  a n d  w id e ly  u s e d  in  m a n y  c o n te x ts  
(h t tp : / /w w w .ra n d .o rg /h e a lth /s u rv e y s _ to o ls /m o s /m o s _ c o re _ 3 6 ite m _ s u rv e y .h tm l). I t  h a s  
e ig h t su b sc a le s :
v i ta li ty
p h y s ic a l fu n c tio n in g  
b o d ily  p a in
g e n e ra l h e a lth  p e rc e p tio n s
p h y s ic a l ro le  fu n c tio n in g
e m o tio n a l ro le  fu n c tio n in g
so c ia l ro le  fu n c tio n in g  
m e n ta l  h e a lth
B u t w h a t d o e s  i t  te ll  u s  in  th e  s in g le  c a se  in  q u e s tio n  h e re , th a t  o f  a  p ro fe s s o r  w h o  
su s ta in e d  a  sp in a l c o rd  in ju ry  in  a  b ic y c le  a c c id e n t m o re  th a n  a  y e a r  ag o , w h o  is  s till in  a  
h o sp ita l , s till  o n  a  v e n tila to r , a n d  s till  n e a r ly  c o m p le te ly  p a ra ly z e d ?
T h e  S F -3 6  a sk s  q u e s tio n s  l ik e  th e se :
2. Compared to one year ago, how would you rate your health in general now?
1. Much better now than one year ago
2. Somewhat better now than one year ago
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4. Somewhat worse now than one year ago
5. Much worse than one year ago
5. Does your health now limit you in this activity? If so, how much? Lifting or carrying 
groceries.
1. Yes, limited a lot
2. Yes, limited a little
3. No, not limited at all
20. During the past 4 weeks, to what extent has your 
physical health OR emotional problems interfered 
with your normal social activities with family, 
friends, neighbors, or groups?
1. Not at all
2. Slightly
3. Moderately
4. Quite a bit
5. Extremely
26. How much of the time during the past 4 weeks: 
Have you felt calm and peaceful?
1. All of the time
2. Most of the time
3. A good bit of the time
4. Some of the time
5. A little of the time
6. None of the time
B ro o k e  w o u ld  ra n k  a t th e  b o tto m  o n  a lm o s t a ll  q u e s tio n s  o n  th e  sca le , in c lu d in g  
# 2 , # 5 , a n d  # 2 0 , th o u g h  a  l i t t le  h ig h e r  so m e  o f  th e  t im e  o n  so m e , l ik e  # 2 6 . I f  a  s in g le , 
u n ita ry  s c o re  w e re  to  b e  d e m a n d e d , h e ’d  b e  sc o re d  as  h a v in g  a n  e x tre m e ly  lo w  o v e ra ll  
“q u a lity  o f  l i f e ” o v e ra ll. H e  c a n ’t d o  a n y  p h y s ic a l  a c tiv it ie s  e x c e p t to  m o v e  h is  h e a d  
a n d  sh ru g  th e  u p p e r  p a r ts  o f  h is  sh o u ld e rs ; w h ile  h e  h a s  so m e  m o tio n  in  a ll fo u r  
e x tre m itie s  h e  h a s  n o  e f fe c tiv e  fu n c tio n  in  a n y  p a r t  o f  h is  b o d y  b e lo w  h is  n e c k  b e y o n d  
d r iv in g  h is  w h e e lc h a ir  w ith  a  jo y s t ic k ;  a n d  h e  c a n 't  “ lif t  o r  c a r ry  g ro c e r ie s ” (q u e s tio n  
# 5 ). O n  th e  o th e r  h a n d , h e ’s h a d  g re a t so c ia l su p p o rt, b o th  f ro m  fa m ily  a n d  fr ie n d s ; h is  
“ so c ia l a c tiv itie s  w ith  fa m ily , f r ie n d s , n e ig h b o rs ” (q u e s tio n  # 2 0 )  a re  w a y  b e y o n d  
“n o rm a l,” in d e e d , e x tra o rd in a r ily  in te n s if ie d  a n d  m e a n in g fu l. W h e re  w o u ld  h e  ra n k , 
e x a c tly , a n d  h o w  w o u ld  th is  a s s ig n m e n t o f  ra n k  b e  s c o re d ?  T h e n  to o  a re  th e  th in g s  th e  
S F -3 6  d o e s n ’t  a s se s s  v e ry  w e ll, b u t  to  u n d e rs ta n d  h is  s itu a tio n  w e ’d  n e e d  to  k n o w : is  h e  
te rm in a lly  ill, p la te a u e d , o r  r e c o v e r in g ? — th e  q u e s tio n  i ts e lf  is  s im p lis tic , s in c e  h e ’s 
g e tt in g  “b e t te r” b u t  n o w  h a s  a  d ra m a tic a lly  s h o r te n e d  life  e x p e c ta n c y  a n d  is  a lw a y s  
su b je c t to  th e  r isk s  o f  p o te n tia l ly  fa ta l  in fe c tio n . M u s t  h e  w o rry  a b o u t f in a n c ia l  is s u e s ? —  
th a t  in c lu d e s  n o t  ju s t  w h e th e r  h e  is in su re d , b u t  w h e th e r  th e  in s u ra n c e  h e  c a rr ie s  c o v e rs  
sp e c if ic  e le m e n ts  o f  h is  c a re  a n d  th e ra p y , l ik e  in p a tie n t  re h a b  a n d  e x te n s iv e  O T  a n d  P T  
th e ra p y . A n d  p e rh a p s  m o s t  im p o r ta n t, is  h e  p e s s im is t ic  o r  o p tim is tic , b o th  as a  m a tte r  o f  
b a c k g ro u n d  c h a ra c te r  t r a i t  a n d  in  th e  sp e c if ic  c irc u m s ta n c e s  a t th e  sp e c if ic  m o m e n t?  D o  
th e  sc o r in g ; w h a t re s u lt  d o  y o u  g e t?  D e s p ite  th e  fe w  su b lim e  p e a k s , y o u ’d  g e t a  
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A lte rn a tiv e ly , c o n s id e r  th e  m e a su re s  o f  “ a  l ife  w o r th  l iv in g  fo llo w in g  
sp in a l c o rd  in ju ry ” e x a m in e d  in  a  r e c e n t m e ta -s y n th e s is  o f  q u a lita tiv e  re s e a rc h  (W h a lle y
2 0 0 7 ) . K e y  th e m e s  in c lu d e d  fa r  m o re  s e n s it iv e  q u a lita tiv e  m e a su re s , in c lu d in g  
“re la t io n s h ip s ,” “ re s p o n s ib i l i ty  fo r , a n d  c o n tro l o f  o n e ’s l i f e ,” a n d  “ s e lf -c o n tin u ity ,” b u t  
o n e s  th a t  a re  s till d if f ic u lt  to  ap p ly . D o e s  h e  h a v e  “ a  life  w o r th  l iv in g ,” as th is  s tu d y  c a lls  
it?  T h a t w o u ld  b e  k e y  ( if  su c h  la n g u a g e  w e re n ’t  ta in te d  b y  th e  c o n tin u in g  s p e c te r  o f  
N a z ism )  to  o b je c tiv e  a s s e s s m e n t in  c o n n e c tio n  w ith  a c c e ss  to  p h y s ic ia n -a s s is te d  su ic id e . 
I f  y o u  p u rs u e d  a  su b je c tiv e  a p p ro a c h  a n d  a sk e d  h im , so m e tim e s  h e ’d  sa y  y e s  b u t  
so m e tim e s  n o ; o u ts id e  o b se rv e rs , p re s u m a b ly  m o re  o b je c tiv e , w o u ld  d o  th e  sa m e  
d e p e n d in g  o n  th e ir  c o n ta c t  w ith  h im .
O r  c o n s id e r  B ro n s te e n , B u c c a fu sc o , a n d  M a s u r ’s a c c o u n t o f  w e ll-b e in g  o r  
q u a lity  o f  life : th e y  re je c t  p re fe re n c e -s a t is fa c t io n  a n d  n a tu re - fu lf i l lm e n t th e o r ie s  b u t  p o in t 
to  “h a p p in e s s  o r  p o s it iv e  a f fe c t —fe e l in g  g o o d . ” “A  p e r s o n ’s w e ll-b e in g  is  th e  a g g re g a te  
o f  h o w  sh e  fe e ls  th ro u g h o u t h e r  l i fe ,” th e y  a rg u e  (B ro n s te e n  e t a l, p . 2 ). S o  h o w  w ill  th is  
so r t o f  a n a ly s is  w o rk  fo r  B ro o k e ? — h e  “fe l t  g o o d ” m o s t  o f  th e  t im e  b e fo re  th e  a c c id e n t; 
n o w  h e  fe e ls  e v e n  b e t te r  so m e  o f  th e  tim e , a lb e it  e x tre m e ly  b r ie f ly , b u t  e n d u re s  
a s to n is h in g  su ffe r in g  m u c h  o f  th e  t im e  as w e ll.
O f  c o u rse , in  th e  re a l  w o r ld  th e re  a re  o th e r  le ss  fo rm a l o b s e rv a tio n a l 
m e a su re s  o f  q u a li ty  o f  life . A  m e d ic , w a tc h in g  f ro m  th e  fo o t o f  th e  b e d  d u r in g  o n e  o f  th e  
f re q u e n t re s p ira to ry  c r is e s  th a t o c c u r  w h ile  B ro o k e ’s in e r t  b o d y  is b e in g  tu rn e d , as  i t  is  
e v e ry  tw o  h o u rs  to  p re v e n t  b e d s o re s , su m m e d  u p  h is  e n tire  q u a lity -o f- life  o b s e rv a tio n  in  
th is  w ay : h e  m o u th e d , s i le n tly  a n d  se e m in g ly  in v o lu n ta r ily , “ th e  p o o r  fu c k e r .”
B u t n o w  lis te n  to — a n d  se e — B ro o k e  h im se lf : w o u ld  h e  re a l ly  a n s w e r  th e se  
q u e s tio n s , in c lu d in g  th o s e  o n  th e  S F -3 6 , th e  w a y  w e ’v e  th o u g h t?  H e re ’s a  s e c o n d  3- 
m in u te  m u lt im e d ia  p re s e n ta t io n  m a d e  b y  th e  tw o  re p o r te rs , L e a h  H o g s te n  a n d  P e g g y  
F le tc h e r  S ta c k , a t T h e  S a l t  L a k e  T r ib u n e , e n tit le d  “L e a rn in g  to  L iv e  A g a in ” :
f i le :/ / /U se rs /m a rg a re tb a tt in /D o c u m e n ts /B R O O K E 'S % 2 0 A C C ID E N T /T h e % 2 0 S a lt% 2 0 L a
k e % 2 0 T r ib u n e % 2 0 % 7 C % 2 0 M u ltim e d ia :% 2 0 L e a m in g % 2 0 to % 2 0 1 iv e % 2 0 a g a in .w e b a rc h i
O f  c o u rse , f ro m  th e  a p p a re n t fa c t  th a t  o n e  m a n ’s c a se  d o e s n ’t f i t  w e ll  in to  o n e  o f  
th e  in s tru m e n ts  d e s ig n e d  to  a sse ss  q u a lity  o f  l ife  y o u  c a n ’t  c o n c lu d e  th a t  o th e r  p e o p le  
d o n ’t  f i t  th is  o r  o th e r  a s s e s s m e n t in s tru m e n ts , b u t  u n le s s  w e  a s su m e  th a t  o th e r  p e o p le ’s 
s itu a tio n s  a re  f a r  m o re  u n ifo rm  a n d  m e a su ra b le , as w e ll  as c o m m e n s u ra b le  w ith  th o se  o f  
o th e rs , th is  a rg u m e n t a g a in s t a p p e a lin g  to  Q o L  ju d g m e n ts  in  a n y  s im p lis tic  w a y  h o ld s . 
T h a t  is  to  say , e x te rn a l a p p ra is a l o f  w h a t s o m e o n e ’s life  is  lik e , w h e th e r  i t ’s b e tte r  o r  
w o rse  th a n  o th e r  p e o p le ’s l iv e s  (W o lf f  a n  D e -S h a lit ,  2 0 0 7 ), a n d  w h e th e r  i t ’s b a d  e n o u g h  



























w o rk s  a t a ll i s n ’t g e n e ra liz a b le ;  b u t  w ith o u t b e in g  a b le  to  a sse ss  c a se s  l ik e  th is — th e  h a rd  
o n e s , in  w h ic h  so m e o n e  m ig h t re a l ly  w a n t to  d ie  a n d  h a v e  g o o d  re a so n , i t  m ig h t se e m , fo r  
d o in g  so , w e  r is k  lo s in g  o n e  o f  th e  tw o  p r in c ip a l  a rg u m e n ts  th a t a re  jo in t ly  re q u ire d  as a 
b a s is  fo r  P A S , n a m e ly  th e  a rg u m e n t f ro m  m e rc y , a n d  w ith  it, o n e  o f  th e  p r in c ip a l 
sa fe g u a rd s  a g a in s t th e  a b u s iv e  u se  o f  th e  “ r ig h t to  d ie .” Y e t th is  is  c e n tra l  to  th e  c a se  fo r  
so c ia l a c c e p ta n c e , m e d ic a l a s s is ta n c e , a n d  le g a liz a t io n  o f  P A S .
T h e  a u to n o m y  a r g u m e n t .
A u to n o m y , o r  s e lf -d e te rm in a tio n , is  th e  o th e r  m a in s ta y  a rg u m e n t, in d e e d  o f te n  
ta k e n  as th e  p r im a ry  o n e . B u t w h a t d o e s  “ a u to n o m y ” lo o k  lik e  in  B ro o k e ’s s itu a tio n ?  
W h a t h e  w a n ts , o r  a t le a s t  say s  h e  w a n ts , sw in g s  w ild ly  w ith  th e  m o m e n t: w h e n  th in g s  
a re  g o o d — fo r  e x a m p le  w h e n  h e  is  “ in  th e  g ro o v e ” d u r in g  h is  v e n t- f re e  tra in in g  e x e rc is e s  
in  b re a th in g , th e y  c a n  b e  v e ry  g o o d : h e  h a s  w h a t h e  d e sc r ib e s  as  su b lim e  e x p e r ie n c e s , an d  
w h ile  h e ’s n o t  e x a c tly  B u d d h is t , th e y  a re  so m e tim e s  c o u c h e d  in  B u d d h is t  la n g u a g e .
A g a in  f ro m  o u r  b lo g  (w w w .b ro o k e a n d p e g g y .b lo g s p o t.c o m . e n try  fo r  N o v e m b e r  25 ,
2 0 0 9 ): "
W e 'r e  lo o k in g  a t  th e  b r ig h te r  s id e  o f  a  d i f f ic u lt  s itu a tio n :  B r o o k e  a c h ie v e d  
s e v e r a l  m ile s to n e s  o v e r  th e  p a s t  tw e n ty - fo u r  h o u rs . F o r  o n e  th ing , 
y e s te r d a y  a fte rn o o n , in  h is  s e c o n d  tra c h  m a s k  tr ia l  o f  th e  day , h e  r e a c h e d  
a  tid a l  v o lu m e  o f 6 8 2  c c .— w ay, w a y  b e y o n d  th e  1 0 0 ’s  a n d  2 0 0 ’s  h e  w a s  
d r a w in g  w h e n  h e  w a s  f i r s t  h ere , a n d  e v e n  b e y o n d  th e  3 0 0 's  a n d  4 0 0 ’s  o f  
r e c e n t d a ys. H is  t id a l v o lu m e s  h a v e  n o r m e d  s o m e w h e r e  b e tw e e n  th e  
h ig h e r  4 0 0 ’s  a n d  5 0 0 ’s. H is  6 8 2  se e m s  to  h a v e  im p r e s s e d  e v e n  th e  m o s t  
h a r d b o ile d  o f  r e s p ir a to r y  th e ra p is ts , e s p e c ia lly  th e  o n e s  w h o  o n c e  th o u g h t  
h e  w a s  n e v e r  g o in g  a n y w h e re .
T h en  to d a y , B r o o k e  s p e n t  s ix  a n d  a  q u a r te r  h o u rs  a l to g e th e r  o f f  th e  
ven t. T h e  a fte rn o o n  w a s  a  p a r t ic u la r ly  su b lim e  e x p e r ie n c e . A f te r  
“re le a s in g  im p u re  th o u g h ts  f r o m  h is  m in d ” b y  m e d ita tin g  o n  w h a t h e  c a lls  
th e  “G r e a t S e a  o f  T ra n q u ility , ” b e n e a th  w h ic h  th e  k e lp  o f  h is  e a r l ie r  
im a g e ry  w a v e s  g e n tly  in  th e  c u r re n ts  w ith  a  s in g le  f i s h  g l id in g  th ro u g h  it, 
so m e tim e s  h e  s e e s  th e  B u d d h a  in  h is  s it t in g  p o s it io n , f lo a t in g  a b o v e  th e  
S e a  o f  T ra n q u ility , m e d ita tin g  u p o n  it. T h is  im a g e , w h e n  it  c o m e s  in to  h is  
c o n sc io u sn e ss , h e  sa ys , im m e d ia te ly  p u r g e s  im p u re  th o u g h ts .
Im p u r e  th o u g h ts?  A n g e r , r e se n tm e n t, d is il lu s io n m e n t. Y o u  d o n ’t  
h a v e  to  u se  w e ir d  B u d d h is t  la n g u a g e  to  r e c o g n ize  th e se  th in g s; th e y  ’re  
a lw a y s  a ro u n d . B u t  d u r in g  th is  a f te r n o o n ’s  tra c h  m a sk , B r o o k e  s a y s  h e  
c o u ld  v is u a liz e  a n d  a c tu a lly  f e e l  h is  o w n  c h e s t  w a ll  m o v in g  b a c k  a n d  
fo r th ,  in  a n d  out, in  a n d  out, in  a n d  ou t, a s  h e  in h a le d  a ir  th ro u g h  h is  n o se  
a n d  e x p e lle d  i t  th ro u g h  h is  m o u th . T h e  v is u a liz a tio n  h e lp s  to  c o n c e n tra te  
th e  m in d , h e  sa ys , w h e n  it  w a n d e r s  a w a y , a s  in  a n y  fo r m  o f  m e d ita tio n , in  
ra n d o m  th o u g h ts  a b o u t th e  p a s t  o r  th e  fu tu r e .  H e  sa y s  h e  c a n  p u l l  h is  
m in d  b a c k  in to  th e  im m e d ia te  e x p e r ie n c e  o f  fe e l in g  h is  c h e s t w a ll  m o v e  
b a c k  a n d  fo r th ,  a n d  s o m e tim e s  h e  ca n  v isu a liz e  h is  d ia p h r a g m  b a llo o n in g  
o u t a n d  th en  c o n tra c tin g , o v e r  a n d  o v e r  a g a in . T h is  a f te r n o o n  h e  w a s  o n  
th e  tra c h  m a s k  f o r  tw o  a n d  a  q u a r te r  h o u r s — a fte r  f o u r  h o u rs  th is
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m o r n in g — a n d  d id n  ’t  w a n t to  s to p  a t  a ll. H e  s a y s  th is  m a d e  h im  th in k  th a t  
in  so m e  o d d  w a y  th is  w h o le  n in e  m o n th s  h a s  b e e n  le a d in g  u p  to  th e se  
m o m e n ts , a s  d a y  a f te r  d a y , d a y  a f te r  day , tw ic e  a  d a y  o n  a  r e g u la r  ba sis , 
h e  h a s  tr ie d  to  p u s h  h im s e l f  to  g a in  s tre n g th . T h e  p a t te r n  is so  
p r e d ic ta b le :  th e re  a re  p e r io d s  in  w h ic h  h is  s tr e n g th  d ip s , a lm o s t  
in e v ita b ly , fo l lo w e d  b y  r e s t p e r io d s  in  w h ic h  h is  m in d  a n d  b o d y  g a in  
s tr e n g th  a n d  th en  p u s h  to w a r d  n e w  h e ig h ts  o f  b re a th in g  a b ility . T h is  is  
w h a t h e  a sk e d :  “H o w  m a n y  p e o p le  h a v e  b e e n  g iv e n  th is  c r a z y  o p p o r tu n ity  
to  r e c o v e r  b re a th in g , o v e r  su c h  a  lo n g  p e r io d ? ”
W h en  h e  is tra c h -m a sk in g , B r o o k e 's  ro o m  ta k e s  o n  th e  a ir  o f  a  
m o n a s tic  ce ll. H e  is c o n fin e d  h ere , in  e ffec t, s in c e  h e  s t i l l  h a s  to  be  
te th e r e d  to  th e  w a r m e d  a n d  h u m id if ie d  a ir  su p p ly , e v e n  i f  h e  is b re a th in g  
th is  a ir  o n  h is  o w n . H e  o n ly  ra re ly  g e ts  g lim p s e s  o f  th e  o u ts id e  w o rld , 
e s p e c ia lly  s in c e  h e  h a s  to  r e m a in  in  bed , n o t  in  th e  w h e e lc h a ir , a s  th e  
s u r g ic a l  w o u n d  f r o m  a n  a b s c e s s  h ea ls . N o t  u n til  8 :3 0  in  th e  m o rn in g , 
w h e n  h is  m o r n in g  tra c h  m a s k  b eg in s , d o e s  th e  su n  ev e n  p e n e tr a te  h is  
ro o m , a n d  it  re m a in s  a t  a  low , d im  a n g le  a ll  day .
B r o o k e  s a y s  h e  a lw a y s  w a n te d  to  g o  o n  a  y e a r - lo n g  B u d d h is t  
re trea t. N o w  h e re  I  a m  d o in g  it, h e  sa ys , a n d  s o m e h o w  m y  e a r lie r  
m e d ita tiv e  p r a c t ic e s  a re  b e a r in g  fr u i t .  T h e y  w e re  o fte n  p a in fu l  a n d  
fr u s tr a t in g , e s p e c ia lly  d u r in g  th e  e a r ly  p a r ts  o f  a  te n -d a y  sit, b u t  th e y  w e re  
o f  tr e m e n d o u s  im p o r ta n c e  to  m e  a s  w ell. O f  c o u rse  th e y  w e re  d if fe r e n t  
f r o m  m y  p r e s e n t  b r e a th in g  tr ia ls :  f o r  o n e  th in g , d u r in g  th o se  te n -d a y  s its  I  
d id n  ’t  h a v e  B a c h  c a n ta ta s  p la y in g  in  th e  b a c k g ro u n d , a s  th e y  a re  n o w , o r  
J u lia n  B r e a m 's  g u ita r — y o u  w o u ld n ’t f i n d  th e se  in  a  B u d d h is t  m o n a s te ry . 
B u t  so  w h a t;  B a c h  p e n e tr a te s  th e  m in d  o n  a  d e e p  leve l, m a k in g  p r o fo u n d , 
a lm o s t  o r g a n ic  m e d ita tio n  p o s s ib le . M y  ro o m  f e e l s  lik e  a  m o n a s tic  c e ll—  
la rg er , p e r h a p s , a n d  m o re  c lu tte re d , a n d  i f  m y  e y e s  w e re  o p e n  I  w o u ld  see  
b o x e s  a n d  p a in t in g s  a n d  a  lo o m in g  T V  s e t  th a t is  a lm o s t  n e v e r  on, b u t  it 
b e a rs  s tic k y  n o te s  w ith  lo v e -h e a r ts  a n d  c u p id ’s -a r r o w s  a n d  s ta rs . Y o u  
w o u ld n ’t f i n d  th e se  in  a  m o n a s tic  c e ll  e ith er , b u t  in  sp ite  o f  th e  f a c t  th a t  
th is  sa m e  ro o m  is o p e n  to  a  r e g u la r  p r o c e s s io n  o f  n u r se s  a n d  a id e s  a n d  
re s p ir a to r y  th e ra p is ts , a s  w e ll  a s  v is ito r s , it c a n  s t i l l  f e e l  lik e  a  m o n a s tic  
c e ll  w h e n  I  a m  in  m y  d e e p e s t  m o d e  o f  b re a th in g . I  lik e  it. I  lo v e  it.
A l l  th is  is  to  lo o k  o n  th e  b r ig h t  s id e  o f  a  d i f f ic u lt  e x p e r ie n c e . (W e  
c e r ta in ly  k n o w  th e r e ’s  a  d a r k e r  s id e , o f  co u rse , m u c h  d a rk e r .)  N o t  
a lw a y s , b u t  so m e tim e s , th e se  b re a th in g  e x e rc ise s  g iv e  m e  e n o rm o u s  j o y  a s  
th e y  a re  o c c u rr in g , a n d  I  n o w  a c tu a lly  lo o k  fo r w a r d  to  th e se  se ss io n s , 
in s te a d  o f  a n tic ip a tin g  th em  w ith  th e  s ta r k  te r r o r  th e y  o n c e  h e ld . I  lo o k  
fo r w a r d  to  th e m  in  th e  sa m e  s o r t  o f  w a y  I  lo o k e d  fo r w a r d  to  th e  la s t  
s e v e r a l  d a y s  o f  m e d ita tio n  d u r in g  m y  V ip a ssa n a  c o u rse s— th a t m e a n t j u s t  
s ittin g , a n d  ru n n in g  th e  m in d  u p  a n d  d o w n  th e  b o d y , fe e l in g  th e  
se n sa tio n s . H ere , in  m y  tra c h -m a sk in g , th e  m e d ita tio n  is p a r t ly  Z e n - lik e  in  
th a t i t  e s p e c ia lly  fo c u s e s  o n  b re a th in g , n o t  j u s t  p h y s ic a l  se n sa tio n s . H o w  
m a n y  b re a th s  o f  m y  o w n  ca n  I  h a v e  ta k e n  o v e r  th e  p a s t  n in e  m o n th s  h e re
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a t  S o u th  D a v is ? — w h o  kn o w s , h u n d r e d s  o f  th o u sa n d s , I  s u p p o s e - -a n d  n o w , 
a ll  th a t b re a th in g , a l l  th a t a n x ie ty , se e m s  to  b e  p a s s in g  a w a y  a s  th e  tra c h  
tr ia ls  b e c o m e  s o m e th in g  I  a c tu a lly  lo o k  fo r w a r d  to, e sp e c ia lly  w h e n  th e  
th e r a p is ts  a re  e m p a th ic  a n d  r e s p o n d  to  w h a t is g o in g  o n  w ith  e n th u s ia sm , 
a n d  e s p e c ia lly  w ith  P e g g y  in  th e  ro o m , g r a d in g  h e r  p a p e r s  a n d  s o m e tim e s  
d o z in g  o f f  in  th e  b ig  g re e n  re c lin in g  c h a ir  th a t is  p a r t  o f  th e  fu r n i tu r e  o f  
th is  ro o m . Y o u  w o u ld n  ’t f i n d  a  c h a ir  lik e  th a t  in  a  m o n a s tic  c e ll  e ith e r , o r  
y o u r  w ife , b u t  V m  g la d  th e y  ’re  h ere .
W h a t c a n  o n e  sa y  i f  a l l  th is  s t u f f  a b o u t o r g a n ic  m e d ita tio n  a n d  
m o n a s tic  c e lls  so u n d s  c u r io u s , o r  b iz a r r e ly  re lig io u s , o r  j u s t  w e ir d  a n d  
s tr a n g e ?  T h a t ’s  f in e .  L ife  is  so m e tim e s  e x tr e m e ly  cu r io u s , a n d  o ffe r s  g if ts  
w h e n  y o u  le a s t e x p e c t  th e m  a n d  u n d e r  c ir c u m s ta n c e s  th a t f r o m  th e  o u ts id e  
w o u ld  a p p e a r  d e sp e ra te  a n d  im p o ss ib le .
T h e re  a re  h u n d r e d s  o f  p o e m s  a n d  p r o s e  w o rk s  b u il t  a r o u n d  th e  
to p  o s  o f  th e  p r is o n — th in k  o f  C o le r id g e ’s  “T h is  L im e  T ree  B o w e r  M y  
P r is o n  ” o r  W in n ic o t t ’s p a p e r  o n  im p r iso n m e n t. T h e  p a r a d o x  o f  th e  
p r is o n  is th a t  it ca n  h o ld  th e  b o d y  in  c o n fin e m e n t— in  m y  case , n o t  j u s t  
c o n fin e m e n t b u t  p a r a ly s is — a n d  y e t  lib e ra te  th e  sp ir it. M y  m o n a s tic  c e ll—  
w h e n  i t ’s  n o t  s e rv in g  a s  a  h o s p ita l  ro o m  o r  a  liv in g  ro o m  f o r  r e c e iv in g  
f r ie n d s  a n d  fa m i ly  a n d  g u e s ts — is lik e  th a t  k in d  o f  p r is o n , c o n fin in g  a n d  
y e t  so m e tim e s  s tr a n g e ly  lib e ra tin g  w h e n  I  b rea th e .
T h u s , w h ile  h is  b o d y  sc o re s  a t th e  b o tto m  o f  v ir tu a lly  e v e ry  c a te g o ry  o n  th e  S F -3 6 , to  
ta k e  ju s t  o n e  in s tru m e n t fo r  m e a s u r in g  q u a li ty  o f  life , h is  m in d  c a n  so a r, a n d  so  c a n  h is  
m o o d s  a n d  liv e d  e x p e r ie n c e . 
B u t th e y  c a n  p lu m m e t, as  y o u ’v e  se e n  a b o v e . I  h a d  c o n tin u e d  (e n try  w r it te n  fo r  
N o v e m b e r  7 , 2 0 0 9 , b u t  n o t  p o s te d ) , d e s c r ib in g  th e  o c c a s io n  w h e n  h e  sa id  h e  w a n te d  to
A f te r  h is  s is te r  a n d  I  tu c k e d  B r o o k e  in to  b e d — p u t  o n  th e  b o o ts  f o r  
p r e v e n t in g  fo o t-d r o p , th e  s p lin ts  f o r  c o r r e c t  p o s i t io n in g  o f  th e  h a n d s  a n d  
f in g e r s ,  b r u s h e d  h is  tee th , w a tc h e d  th e  C o u g h A s s is t  tr e a tm e n t a n d  th e  
n ig h t  m e d s  a n d  th e  la s t  c a th  b e fo re  s le e p — w e  d r o v e  h o m e , p o u r e d  a  
c o u p le  o f  g la s s e s  o f  w in e , s a t  d o w n  to  ta lk . O n e  o f  u s  d e fe n d e d  h im , 
w a n te d  to  ta k e  h is  p le a  to  d ie  se r io u s ly ;  th e  o th e r  in s is te d  h e  d id n  ’t  r e a lly  
w a n t to  d ie , e v e n  i f  t h a t ’s w h a t h e  so m e tim e s  sa id . W e c o u ld  im a g in e  
s c e n a r io s  f r o m  c h e a p  n o v e ls  a n d  b a d  b io e th ic s  c a se s :  o n  o n e  s id e , g r e e d y  
fa m i ly  m e m b e r s  w h o  w a n t h im  to  d ie , p e r h a p s  to  le s se n  th e  b u rd en , to  
s p e e d  th e  in h e r ita n c e , o r  to  e ra se  th e  fa m i ly  sh a m e  o f  h a v in g  s o m e o n e  
d isa b le d ;  o n  th e  o th e r  s id e , a  p a n ic k e d  w ife  o r  a  d e v o te d  s is te r  w h o  c a n n o t  
im a g in e  le tt in g  go , n o  m a tte r  w h a t, e v e n  a t  h is  te r r ib le  exp en se . B u t  w e  
ta lk e d  a n d  ta lked , a n d  b o th  c a m e  to  s e e  a t  le a s t d im ly  c ir c u m s ta n c e s  in  
w h ic h  w e  m ig h t h a v e  to  r e s p e c t  s o m e o n e ’s  w ish  to  d ie — a  w ish  w h ich , in
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th is  case , b e c a u se  B r o o k e  is so  c o m p le te ly  h e lp le ss , w o u ld  h a v e  to  be  
a id e d  in  o r d e r  to  ta ke  e ffec t. I t  w o u ld n  7  b e  n o w , a n d  it  m ig h t  n o t  b e  ever, 
b u t a s  sh e  p o in te d  ou t, y o u  c a n  im a g in e  s o m e o n e  sa y in g , F v e  g iv e n  it  a  
g o o d  try, a n d  F v e  b e e n  s h o w e r e d  w ith  lo v e  f r o m  e v e ry  d ire c tio n . F v e  
h a r v e s te d  th e  b e s t  f r o m  th is  a w fu l  s itu a tio n , b u t  i t  h a s  c r e s te d  n o w , a n d  I  
c a n 't  g o  on. F v e  h a d , w e ll, e n o u g h . I t ' s  lik e  g o in g  to  y o u r  o w n  fu n e r a l ,  
so m e th in g  w e  o rd in a r i ly  c a n ’t do , w h e n  y o u  d is c o v e r  a l l  th e  a m a z in g  
th in g s  p e o p le  h a v e  to  s a y  a b o u t y o u  a n d  h o w  m u c h  th e y  r e a lly  ca red . Y o u  
se e  th e m  s tu n n e d , s ilen t, c ry in g , a n d  y o u  h e a r  th e ir  re c o u n tin g  o f  a l l  th e  
th in g s  th e y  r e m e m b e r  a b o u t y o u . B u t  th e  f a c t  th a t th e y  c a re  d o e sn  ’t  m e a n  
I  h a v e  to  s ta y , n o t  w h e n  th in g s  a re  a s  h a r d  a s  th is, a n d  i f  th e y  rea lly , 
re a lly  lo v e d  m e  th e y  w o u ld  e m b ra c e  m y  b ro ken , u se le s s  b o d y  a n d  lo o k  
s tr a ig h t  in to  m y  eyes, a n d  le t  m e — h e lp  m e — go.
U n iv e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y
A u t h o r  M a n u s c r ip t
14
T h e  a c c o u n ts  o n  o u r  b lo g  a re  fo r  th e  m o s t  p a r t  d ire c t, f ir s t-p e rs o n  a c c o u n ts  a t th e  
im m e d ia te  m o m e n t. B ro o k e  a n d  I  w r ite  th e m  to g e th e r  as w e  lie  n e x t to  e a c h  o th e r  in  h is  
h o s p ita l  b e d  (h e  h a s  a  w id e  b a r ia tr ic  b e d  b e c a u s e  h e ’s so  ta ll, b u t  s in c e  h e ’s n o t  fa t  w e  
c a n  b o th  f i t  in to  it) ; h e  is  m o tio n le s s , b u t  I  ty p e  o n  th e  la p to p  as w e  ta lk . T h e y ’re  as c lo se  
as  y o u  c a n  g e t, I  th in k , to  th e  re a l th in g — h e  c a n  te ll  u s  w h a t th in g s  a re  l ik e  fo r  h im . B u t 
w h a t d o e s  h e  a c tu a lly  te ll  u s?  C o u ld  h e  d e sc r ib e  h is  o w n  q u a lity  o f  l ife  in  a n  a d e q u a te ly  
in fo rm a tiv e  w a y ?  I f  w e  c a n ’t, c a n  h e , e v e n  i f  h e  is  th e  o n e  c lo s e s t  to  it?  A t le a s t  in  th is  
c a se , th e r e ’s n o  w a y  to  a sse s s  q u a lity  o f  l ife  in  a n y  w a y  th a t  m a k e s  re a l is t ic  sen se , a n d  
c e r ta in ly  n o t b y  try in g  to  f i t  it in to  a  p re fa b r ic a te d  q u e s tio n n a ire ; in d e e d , th e  w h o le  n o tio n  
o f  “q u a lity  o f  l i f e ” m a y  b e  th e o re t ic a l ly  p ro b le m a tic , e sp e c ia l ly  i f  i t  a s su m e s  a  sc a le  th a t 
c a n  y ie ld  a  m o re  o r  le ss  u n ita ry  sco re , o n e  th a t  c a n  b e  c o m p a re d  a m o n g  d if fe re n t 
in d iv id u a ls . A n d  th e r e ’s n o  w a y  to  id e n tify  g e n u in e ly  a u to n o m o u s  c h o ic e — n o t b e c a u s e  
h e  d o e s n ’t  m a k e  c h o ic e s , b u t  b e c a u s e  th e  s itu a tio n  a b o u t w h ic h  h e  m a k e s  c h o ic e s , th e  
c o n d itio n  o f  h is  o w n  b o d y  a n d  h o w  h e  see s  it, f lu c tu a te s  so  w id e ly , so  w ild ly . 
F u r th e rm o re , th e r e ’s n o  w a y  fo r  h im  to  re a l is t ic a l ly  im a g in e  w h a t h is  o w n  fu tu re  w ill  b e  
lik e ; h e  c o u ld  n o t h a v e  im a g in e d  e x a c tly  th is , a n d  h e  c a n n o t im a g in e  h is  fu tu re  o r  h o w  h e  
w ill  re s p o n d  to  i t  (U b e l e t  a l, 2 0 0 5 ). O n e  c o u ld  h a rd ly  sp e a k  o f  a  “ s ta b le , p e rs is te n t  
c h o ic e ”— e ith e r  a g a in s t  o r  fo r  c o n tin u in g  to  l iv e — in  th is  s itu a tio n ; i t  is  to o  h a rd  a n d  
c h a n g e s  to o  ra p id ly , th o u g h  o f  c o u rse  a n y  o u ts id e  a s s e s s o r  w o u ld  see  h im  a t ju s t  se le c te d  
m o m e n ts , l ik e  th e  m e d ic  w a tc h in g  f ro m  th e  fo o t  o f  th e  b e d  d u r in g  o n e  p a r t ic u la r ly  
d if f ic u lt  e v e n t. F u r th e rm o re , th e se  p ro b le m s  h o ld  n o t o n ly  fo r  e x te rn a l o b se rv e rs , 
w h e th e r  s ta n d in g  a t th e  fo o t  o f  th e  b e d  o r  in  a  m e d ic a l o ff ic e  o r  in  a n  in s u ra n c e  
b o a rd ro o m , b u t  b y  th e  p a tie n t  as w e ll, th a t  p e rs o n  m o s t  d ire c tly  in v o lv e d  b u t  a lso  m o s t 
v u ln e ra b le  o f  a ll.
T h e  u p s h o t?
S o  n e ith e r  a rg u m e n t o n  th e  P ro  s id e  o f  th e  d e b a te  o v e r  p h y s ic ia n -a s s is te d  su ic id e  



























m e rc y , c o m p a ss io n , a v o id a n c e  o f  p a in  a n d  su ffe r in g , o r  q u a lity  o f  life . I t ’s n o t th a t  th e se  
a rg u m e n ts  a re  u n s u c c e s s fu l  in  th e o ry ; i t ’s ju s t  th a t  th e y  d o n ’t  h a v e  a d e q u a te  p u rc h a se  in  
th is  o n e  v e ry  c o m p le x  c a se . B u t i f  th e y  d o n ’t  h a v e  a d e q u a te  p u rc h a s e  in  o n e  c o m p le x  
ca se , th e y  m a y  n o t  h a v e  v e ry  g o o d  p u rc h a s e  in  o th e rs ; a f te r  a ll, w h ile  B ro o k e ’s c a se  m a y  
b e  m o re  s ta rk ly  d ra m a tic  th a n  th e  “ o rd in a ry ” te rm in a l  i lln e ss , th e  e x p e r ie n c e s  an d  
s itu a tio n s  o f  p e o p le  w h o  a re  d y in g  m a y  w e ll  h a v e  m u c h  in  c o m m o n  w ith  h is . T h e se  a re  
a f te r  a ll p e o p le  w ith  d is tin c t p e rso n a lit ie s , w h o  su ffe r  in  a  v a r ie ty  o f  s e r io u s  w a y s  b u t  a lso  
m a y  h a v e  e x p e r ie n c e s  o f  e x tra o rd in a ry  lu m in o s ity , ju s t  as h e  d o e s . T h e re ’s n o th in g  
“o rd in a ry ” a b o u t te rm in a l i l ln e s s , e v e n  i f  i t  s e e m s th a t  w a y  w h e n  v ie w e d  f ro m  th e  
o u ts id e .
W h a t a b o u t th e  a rg u m e n ts  o n  th e  o th e r  s id e ?  T h e y  h a v e  a lso  b e c o m e  m o re  
c o m p le x , th o u g h  I  c a n  tre a t  th e m  o n ly  b r ie f ly  h e re . T o  th e  f irs t, w h a t’s “k il l in g ” o r  
“ su ic id e ,” in  a  c a se  l ik e  th is ?  W e  te n d  to  th in k  o f  b ig , m a jo r , re a d ily  id e n tif ia b le  a c tio n s  
in  te rm s  lik e  th e se , b u t  th e re  a re  m a n y , m a n y  in c o n sp ic u o u s , m in o r  th in g s  th a t  c o u ld  e n d  
in  d e a th : th e  b a lla rd  th a t  is th e  v e n t c o n n e c tio n  s lip s  e a s ily  f ro m  its  p o r t  a t th e  p a t ie n t ’s 
th ro a t, as i t  d o e s  o f te n  e n o u g h  a n y w a y ; w h a t i f  th e re  is  n o b o d y  c lo se  e n o u g h  to  h e a r  th e  
a la rm  th e  v e n t m a k e s  i f  it is  d is c o n n e c te d ?  W h a t i f  l i f e - th re a te n in g  in fe c tio n s  a re n ’t 
n o tic e d  fa s t  e n o u g h  o r  t re a te d  e ffe c tiv e ly ?  T h o s e  a re  ju s t  tw o  a m o n g  m y r ia d  w a y s  in  
w h ic h  life  c o u ld  b e c o m e  d e a th . T o  th e  se c o n d  o f  th e  p r in c ip a l  a rg u m e n ts  o n  th e  C o n  
s id e , th e  c o n c e rn  a b o u t th e  in te g r i ty  o f  th e  m e d ic a l p ro fe s s io n : th is  q u e s tio n  is a lw a y s  
f ra m e d  w ith  re fe re n c e  to  p h y s ic ia n s , b u t  i t ’s th e  n u rse s , th e  n u r s e s ’ a id e s , th e  re s p ira to ry  
th e ra p is ts , th e  p h y s ic a l th e ra p is ts , th e  o c c u p a tio n a l th e ra p is ts , a n d  e v e n  th e  s h o w e r  a id e s  
w h o  re a lly  m a k e  th e  d a y - to -d a y  d if fe re n c e . T h e ir  a ttitu d e s , th e ir  c a re  o r  la c k  o f  it, a n d  in  
p a r t ic u la r ly  th e ir  su b lim in a l m e ssa g e s  h a v e  e x tra o rd in a ry  in f lu e n c e , e s p e c ia lly  o v e r  a 
p a tie n t  in  su c h  a  v u ln e ra b le  p o s it io n .
A n d  w h a t a b o u t th e  th ird  o f  th e  C o n  a rg u m e n ts , th e  s lip p e ry  s lo p e  a rg u m e n t a b o u t 
th e  p o s s ib il i ty  o f  a b u se ?  T h e re  a re  m a n y  fo rm s  o f  th is  a rg u m e n t: th e  p ro c e d u ra l  fo rm , 
th e  p re c e d e n tia l  fo rm , th e  d ire c t-c a u s a l fo rm . S o m e  h a v e  to  d o  w ith , fo r  e x a m p le , 
b u re a u c ra t ic  a s se s sm e n ts  l ik e  u s in g  c o s t m e a su re s  (B ro o k e ’s y e a r  so  f a r  o f  h o s p ita l  c a re  
h a s , n e e d le s s  to  say , b e e n  e x p e n s iv e )  o r  s im p lis tic  a s se s sm e n ts  o f  q u a lity  o f  l ife  in  
ra tio n in g  c o n te x ts  (B ro o k e  w o u ld  lo s e  o u t) , b u t  th e  m o s t p e rs u a s iv e  a n d  h a rd e s t  to  
p re v e n t h a v e  to  d o  w ith  p u s h in g  o r  u rg in g  o r  e x e r tin g  su s ta in e d  i f  su b tle  p re s s u re  o n  
so m e o n e  to  c h o o se  to  e n d  h is  o r  h e r  life . In  th e  y e a r  s in c e  th e  a c c id e n t, I ’v e  se e n  ju s t  o n e  
p e rs o n — th o u g h  so m e o n e  lo v e d  a n d  tru s te d — in tim a te  o p e n ly  to  B ro o k e  th a t  h e  m ig h t b e  
b e tte r  o f f  d e a d , a n d  th a t  i t  w o u ld  b e  u n d e rs ta n d a b le  i f  h e  w e re  to  c h o o s e  to  d ie . In  
c o n tra s t, I ’v e  se e n  f r ie n d s  a n d  fa m ily  a n d  c a re g iv e rs  a t e v e ry  le v e l, f ro m  s h o w e r  a id e s  to  
su rg e o n s , a n d  fo rm e r  s tu d e n ts  a n d  e rs tw h ile  c o lle a g u e s  a n d  c le r ic s  o f  e v e ry  s tr ip e  p ra is e  
B ro o k e  fo r  h is  c o u ra g e , u rg e  h im  o n , su p p o r t e v e ry  p a r t  o f  e v e ry  w is h  h e  h a s  to  s ta y  
a liv e . P e rh a p s  th is  is  a b u se  in  its  o w n  w a y , g iv e n  w h a t h e  h a s  to  su ffe r , b u t  w h a t th e y  
se e  is th e  in sp ire d , e x tra o rd in a ry , lu m in o u s  c h a ra c te r  o f  so m e  p a r ts  o f  h is  life . I  d o  th is
In  sh o rt, I  d o n ’t th in k  th e  C o n  a rg u m e n ts  h a v e  g o tte n  a n y  s tro n g e r , ju s t  m o re  
c o m p le x ; a n d  th e y  d o n ’t ta k e  th e  d ay .
U n iv e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y




























I n  th e  en d , a lth o u g h  B ro o k e ’s in ju ry  in  a ll its  c o m p le x ity  m a k e s  th e  is s u e  o f  so c ia l 
a c c e p ta n c e  a n d  le g a liz a t io n  o f  p h y s ic ia n  a id - in -d y in g  m u c h  m o re  d if f ic u lt  th e o re tic a lly  
a n d  in c a lc u la b ly  m o re  d if f ic u lt  as  a  m a tte r  o f  p e rs o n a l  a n g u is h — th e  iro n y  o f  th is  
s itu a tio n  i s n ’t  lo s t  o n  m e —th e se  th in g s  s till d o n ’t  d im in is h  m y  su p p o r t fo r  so c ia l 
a c c e p ta n c e  a n d  le g a liz a t io n  o f  th is  p ra c tic e . I t ju s t  m a k e s  m e  re a liz e  th a t  l ik e  a n y  
d if f ic u lt  m o ra l is su e , i t  is  h a rd  to  tra n s la te  th e  im m e n s e ly  c o m p le x  fe a tu re s  o f  a n y  
p a r t ic u la r  c a se  in to  w o rk a b le  so c ia l p o lic y . O f  c o u rse , w e  c a n ’t  g e n e ra liz e  f ro m  a  s in g le  
ca se . B u t w e  c a n  le a rn  so m e th in g  th a t ’s re le v a n t  to  v ir tu a lly  a ll c a se s , e v e n  th o u g h  ra th e r  
d if fe re n t f ro m  B ro o k e ’s. I ’m  d e e p ly  h u m b le d  b y  B ro o k e ’s c a ta s tro p h ic  e x p e r ie n c e  a n d  
th e  su ffe r in g  h e  h a s  e n d u re d , a n d  I ’m  p ro fo u n d ly  g ra te fu l th a t  h e ’s s till  a liv e , b u t  I  a lso  
h a v e  to  re c o g n iz e  th a t  h e  h a s  th e  r ig h t to  c h o o se  h o w  a n d  w h e th e r  h e  w a n ts  to  c o n tin u e  
h is  life .
I t  is  h a rd  e n o u g h  to  p u t  th is  in to  p r in t. Im a g in e  w h a t i t  w o u ld  b e  l ik e  i f  y o u  h a d  
to  p u t  i t  in to  p ra c tic e .
U n iv e r s i t y  o f  U t a h  I n s t i t u t i o n a l  R e p o s i t o r y
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